Alzheimer’s Disease Working Group

Research Expert Team

April 19, 2010


In attendance: Mary Birchard, Anne Murray, Chuck Denny, Joseph Gaugler (via phone), Leah Hanson, Laura Hemmy, Jan Mueller, John Selstad, Carol Shapiro, Kate Tripoli, Donna Walberg (via phone), Kathleen Zahs

This is the final Research Expert Team meeting before the May 4 ADWG meeting. Members of the team may be called on later as the ADWG reviews recommendations, costs and other state reports. The final report will be delivered to the state legislature in January 2011.
Priority Need #1: Collect and centralize dementia information, access to resources and matching of individuals to possible research projects. There is an increasing need to gather and share information about researchers, their institutions and studies, register interested research participants, promote best treatment and care practices, share emerging prevention data and online state resources. 
Recommendation
Design a web-based Dementia Research Clearinghouse and Resource Center to serve persons across the full range of cognitive function.

Purpose

1. An easy to use tool for people interested in research studies and best practices in MN 

2. An accessible registry for investigators to recruit participants for their studies and trials

Description

The clearinghouse will use a matrix model to group participants into categories by caregiver/receiver status and cognitive function. It will include those without diagnosed cognitive impairment who may want to participate in primary prevention studies.  
Content

1. The Research Registry will be open to interested Minnesota participants and principal investigators/institutions, and will link them to a matching service (i.e., AA’s Emerging Med, clinicaltrials.gov) to facilitate recruitment to open clinical trials and other studies in dementia care and treatment. It will contain person-specific data needed to match by demographic and cognitive diagnostic categories commonly required for research studies, but will not serve as a medical record.

2. An online Resource Center will provide access to patient, caregiver and current evidence-based information on recent research findings and best practices for clinical care of patients with cognitive impairment.

Oversight

A broad-based leadership advisory board, representing Minnesota institutions conducting research, will be established to ensure quality oversight, access and stakeholder value of the clearinghouse.
Discussion

The team discussed adding measurable goals to the recommendation—how many people have joined the registry, how many entities conducting research have benefited from the registry, how many people have been recruited to studies or trials, etc. A clearinghouse budget will have to include marketing dollars to publicize the registry. Health provider infrastructure will also have to be trained and educated in referring patients to the clearinghouse.
Much of the discussion pointed to an overlap between the work of the Research Team and the Achieving Quality Team. The AQ Team is developing a matrix to help connect people to resources across the disease continuum, as well as determining how to evaluate existing programs and services. The Research Team discussed the need to define “resources” in the context of our proposed clearinghouse—whether we are providing families with research-specific resources only, or whether we may eventually integrate or connect the clearinghouse with what is being developed by the AQ Team.
The team also noted the benefits of leveraging the Alzheimer’s Association name and brand, to demonstrate that the clearinghouse exists to serve families and encourage them to participate. Depending on the funding source, we have yet to determine whether it is preferable to host the clearinghouse at the Alzheimer’s Association or at the state level. The recommendation will reflect two possible paths for hosting the clearinghouse.
Priority Need #2: Evaluate additional research funding options.
Recommendations
· Approach the Minnesota legislature Tax Committees to create a mechanism on state tax returns for Minnesotans to contribute additional dollars to further dementia research on care, cures and prevention.

· Continue to support the following recent initiatives to promote research funding and policy innovation for Alzheimer’s disease: 

a. Ensure the growth and impact of the International Society To Advance Alzheimer’s Research (ISTAART).

b. Study the work of the legislative Task Force on Policy Innovation and Research formed recently in Minnesota.

c. Encourage funding of research projects that can be translated into community settings and services (i.e. Mittelman findings). Endorse a CMS Health Care Home demonstration research project in MN.

Discussion

Jan Mueller reported that the state of California raised about half a million dollars for Alzheimer’s through a similar mechanism. We could possibly expect to raise enough to fund a significant portion of the clearinghouse, although it would be necessary to host the website at the state rather than the Alzheimer’s Association. The team also discussed having the funds raised to go into a general granting funds pool, where a peer council or consortium could award seed money for pilot programs as well as the clearinghouse.
Priority Need #3:  Analyze current surveillance data collected within MN to determine how it can inform current and future strategies.
Recommendations
1. Advocate for the Expert Team recommendation to include cognition as the sixth vital sign as a means of collecting state-wide data on the frequency of cognitive impairment.
2. Support coordination between health care delivery systems and dementia researchers to collect relevant data on disease prevalence and caregiving.

a. The team endorses the continued implementation of the BRFSS Caregiver module every three years. The additional purchase and implementation of the Cognitive Impairment module was not endorsed after assessing the additional questions.

b. The Olmstead County population-based study will yield excellent epidemiologic data regarding how many Minnesotans have MCI and dementia. Although this data will be specific to the Rochester region, it can be combined with data from studies in non- white populations to yield good estimates of the prevalence of cognitive impairment in Minnesota.

c. The University of Minnesota public health telephone surveys may be an additional effective way to collect behavior data.

d. Encourage funding of research projects that can be translated into community settings and services (i.e. Mittelman findings).  

Discussion

The team noted the value as well as the challenge of adding cognition as the sixth vital sign. Standard tests and provider responses will need to be developed. This is a recommendation that will be made by other Expert Teams, so some possible direction may come out of the May 4 ADWG meeting. 

Addressing Diversity 

Recommendation
There is a strong need for emphasizing community-based participatory research among diverse populations. We must establish and leverage relationships with communities and especially community leaders in order to see research participation from diverse populations increase.

Discussion

Kathleen Zahs presented some preliminary information that pointed to the strong need for emphasizing community-based participatory research among diverse populations. African-American and Native American communities tend to have higher levels of distrust toward authorities and government. Donna Walberg is arranging for listening and sharing sessions on memory loss with the MN Chippewa Tribe. Donna also noted that they are investigating using verbal consent for participation in AoA demonstration programs, as most members of the community will not sign consent forms due to a history of exploitation at the government level. We must establish and leverage relationships with communities and community leaders in order to see research participation from diverse populations increase.

